###### Strengths and limitations of this study

-   This study is unique in its design, since it is the first transition clinic (TC) evaluation study to include a control group and similar controls, while employing a reasonably long monitoring period, covering the 2 years before transfer and the 2 years after transfer.

-   The mixed-methods design is a strength, because it provided a more comprehensive interpretation of the results, for instance about the organisation and interventions employed in the current TC model.

-   A limitation of the study is the insufficient statistical power to demonstrate significant differences in patient-reported outcomes between settings, since the response rate on the questionnaires was low (37%--46%).

-   In addition, patients transferred to other hospitals could not be included in the post-transfer measurements, despite repeated efforts to collect these.

Introduction {#s1}
============

In recent years, much attention has been given to the development, implementation and evaluation of transition interventions for young people with inflammatory bowel disease (IBD). Two years ago, a national guideline on transition of young people with chronic digestive diseases, including IBD, was developed in the UK.[@R1] The need to improve care for these young people has been repeatedly emphasised,[@R2] for instance in a topical review on transitional care for young people with IBD by the European Crohn's and Colitis Organisation[@R3] and in a position statement by the Italian Society of Gastroenterology.[@R4]

IBD is a collective term for ulcerative colitis, Crohn's disease and IBD unclassified. While growing up, young people with IBD must learn to manage a very demanding and complex disease. For a correct diagnosis and treatment efficacy, repeat endoscopy is necessary as well as often lifelong treatment with a combination of medication and possibly surgery. Treatment is aimed at controlling inflammation and preventing exacerbations.[@R5] In adolescents, IBD is more severe than in adults,[@R6] showing an unpredictable pattern that is hard to adjust treatment and daily life to.

Next to physical complaints such as abdominal pain, fatigue and side effects of medication, IBD is associated with psychological and social problems in young people.[@R7] Many young people with IBD must deal with stress, fear, depressive symptoms and school absenteeism more than their healthy age-mates.[@R9] As a result of all this, health-related quality of life is compromised.[@R5] These young people are especially vulnerable when going through the overall transition from childhood to adulthood and being transferred from paediatric to adult healthcare. Research shows that during these transitions, young people may resist strict treatment regimens leading to non-adherence to medication and drop-out of healthcare. Consequently, they are at risk for complications and worsening health.[@R10] Indeed, adolescents with IBD are reported to have more missed consultations and more hospital admissions than adults with IBD.[@R6]

To support young people with IBD during their transition from paediatric to adult care and to address both the physical and psychosocial burden of their disease, a profound recommendation made is to implement transition clinics (TCs).[@R3] Although there is no common definition of a TC, the core principle is that professionals from paediatric care and adult care jointly deliver outpatient care.[@R2] While TCs are advocated as best practice in transitional care, clinical practice in this area is just emerging and there is still little understanding about service structures, experiences and outcomes of TCs. This is especially true for transitional care for young people with IBD.[@R2] Also, it is important for evaluation studies to consider both patient satisfaction and clinical outcomes.[@R2] This study aimed to gain insight into the value of a TC compared with direct handover care for young people with IBD by employing a mixed-methods approach. This approach gave room for new insights into outcomes of a TC for young people with IBD while considering its context.

Materials and methods {#s2}
=====================

Study design {#s2-1}
------------

The study included a controlled mixed-methods evaluation of process, clinical and patient-reported outcomes. The TC setting was compared with direct handover care for young people with IBD on service structures and daily routines, healthcare use, clinical outcomes, self-management outcomes and experiences and satisfaction with the transfer. Health professionals' experienced barriers and facilitators for the functioning of the TC and perceived benefits were also studied. The study was set in two clinics in university medical centres in the Netherlands, of which one was a TC. The full study protocol has been published before.[@R16] The SQUIRE (Standards for Quality Improvement Reporting Excellence) reporting guidelines were used.

Data collection and study sample {#s2-2}
--------------------------------

Service structures and daily routines were studied with semistructured interviews with healthcare professionals and observations during consultations with young people. The interviews also served to gain insight into experienced barriers, facilitators and benefits of the TC. Themes addressed during the interviews were based on relevant literature. These included the validated 'You're welcome' quality criteria that determine whether a clinic can be typified as young people-friendly,[@R17] the 'Mind the Gap' tool that is used to measure the difference between ideal and experienced transitional care,[@R18] and known experiences of young adults, parents and professionals.[@R10] Examples of topics are reasons for (not) setting up a TC, usefulness of the TC, barriers and facilitators, coordination of the TC, structure and content of transitional care and changes over time, composition of the healthcare team, use of specific interventions and the perceived value of the TC for young people, their parents and healthcare professionals. Interviews lasted for 45 to 60 min per respondent. Non-participant observations of outpatient consultations were conducted at both settings. In the control setting, regular consultations were observed. Researchers took field notes and wrote down their findings in narratives. The observers focused on coordination of the transition process, content of consultations, interaction between involved parties and use of transition interventions. Professionals from the TC were interviewed between May and July 2014 and those from the control setting between February and April 2015. Observations in the TC setting took place in the period May--July 2014, and in the control setting this was the case for the period June--August 2015.

All young people who had been transferred between 2010 and 2013 (2--4 years before data collection) were included in a chart review and were asked to fill out a survey. Those with severe intellectual disabilities or known psychiatric problems were excluded. Healthcare use and clinical outcomes were assessed through patient chart reviews, at four points in time: the second year before transfer=T1, the year before transfer=T2, the year after transfer=T3 and the second year after transfer=T4. Self-management outcomes, experiences and satisfaction were studied with online surveys among the young people, filled out between March and October 2015.

Since fully attending scheduled visits in adult care is an indicator for a successful transition,[@R24] the primary outcome for the chart review was the number of missed consultations after transfer. The sample size calculation was based on this outcome and indicated we needed a sample size of 72 or more in each group.[@R16] These sample sizes could not be achieved, however, since the populations that met the inclusion criteria at both sites numbered less than 72 per group. At both sites, all young people that met the inclusion criteria were included. The primary outcome for the survey was transfer experiences. Details on the quantitative data collection are presented in [table 1](#T1){ref-type="table"}.

###### 

Quantitative data collection method, method description and outcome measures

  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Method         Description                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                             Themes addressed or outcome measures
  -------------- ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Chart review   Of each outpatient department, all charts were reviewed of patients who transferred to adult care 2--4 years prior to data collection. Data from chart reviews were collected for four moments over time: second year before transfer (T1), year before transfer (T2), year after transfer (T3) and second year after transfer (T4). T3 and T4 data were only available for young people who transferred to an adult department within the same hospital. Patients with severe intellectual disabilities or known psychiatric problems were excluded.   [Background characteristics]{.ul}: Date of birth, date of diagnosis, gender, comorbidity.\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         [Transfer]{.ul}: Date of transfer, current healthcare provider (department to which young person transferred is recorded/known).\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         [Medical follow-up]{.ul}: No-show at first appointment in adult care, number of scheduled/missed consultations, number of planned and unplanned hospitalisations, emergency department visits.\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         [Clinical outcomes]{.ul}:*Use of medications*, in four categories: 1=aminosalicylates, 2=corticosteroids; 3=immunomodulators; 4=biologicals/biosimilars.*Disease activity during transfer*, measured by global physician assessment in four categories (remission, mild, moderate and severe) dichotomised as being active (moderate or severe) or not (remission or mild), or measured by the Paediatric Ulcerative Colitis Activity Index (PUCAI)/weighted Paediatric Crohn\'s Disease Activity Index (wPCDAI), where a score of 10 or higher indicated active disease during transfer.Whether young people had a *relapse* in the year before transfer (T2) or after transfer (T3).

  Survey         An invitation for a digital survey was sent to all patients whose charts were reviewed.                                                                                                                                                                                                                                                                                                                                                                                                                                                                 [Background characteristics]{.ul}: Educational level, type of education, disability benefits.\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         [Healthcare-related outcomes]{.ul}:*Transfer experiences* measured with the validated 18-item On Your Own Feet Transition Experience Scale with 5-point Likert scales.[@R35].Self-reported *satisfaction with transition* on a 1--10 scale.Perceived *patient-centredness* measured with a subscale of the American Consumer Assessment of Health Plan Surveys (validated 5-item scale with 4-point Likert scales.[@R36]\
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         [Self-management-related outcomes]{.ul}:*Self-management* measured with the validated 12-item Partners in Health Scale with 9-point Likert scales.[@R37]*Independence during consultations* measured as self-reported independence on a 1--10 Visual Analogue Scale.*Self-efficacy* measured with the validated 16-item On Your Own Feet Self-Efficacy Scale with 4-point Likert scales.[@R39]*Adherence to treatment* measured with the validated 5-item Medication Adherence Rating Scale with 5-point Likert scales.[@R40]*Health-related quality of life* measured with the validated 23-item Paediatric Quality of Life Inventory Young Adult with 5-point Likert scales.[@R41]
  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

Data analyses {#s2-3}
-------------

Interviews were audio taped and transcribed verbatim. Interview transcripts and observation narratives were coded thematically by two researchers (JNTS and MACP) independently. The research applied the framework approach, whereby themes addressed during the interviews and observations were leading in the coding process. If applicable, subthemes were derived from the data. ATLAS.ti 7.0 was used for qualitative data analysis.

Independent samples t-tests and χ^2^ tests served to test differences between the intervention and control groups in chart review and survey outcomes, and effect sizes were calculated. Cases with missing data were omitted. IBM SPSS Statistics 25 was used for quantitative data analysis.

Ethical considerations {#s2-4}
----------------------

Young people and, if applicable, their parents received an information letter from the doctor in charge of treatment. They provided written informed consent per study part. Data were processed anonymously and pseudonyms were used in the interview transcripts and observation narratives.

Patient and public involvement {#s2-5}
------------------------------

Patients or the public were not involved in the design, conduct, reporting or dissemination of our research.

Results {#s3}
=======

Study setting and response {#s3-1}
--------------------------

Two paediatric gastroenterology departments treating young people with IBD participated. One of these had implemented a TC in 2006. The other department had not (yet) implemented a transition programme or TC and served as control setting.

In both settings, interviews were held with professionals involved in transitional care. Three observations of 4 hours of outpatient consultations were performed at the TC and two in the control setting. At the TC, 56 young people had been transferred to adult care 2 to 4 years prior to data collection. Twenty-five of these (44.6%) had been transferred to another hospital, implying that data after transfer were not readily available. In the control setting, the total study sample numbered 54, of whom 30 (55.6%) had been transferred to another hospital. Of the total groups, 21 of the young people in the TC setting (37.5%) and 25 of those in the control setting (46.3%) responded to the invitation for the survey. Eventually, 14 (25%) and 19 (35.2%) filled out the survey, respectively . The study response is summarised in [table 2](#T2){ref-type="table"}. A description of the study sample is given in [table 3](#T3){ref-type="table"}.

###### 

Study response per data collection method per setting

  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Data collection method      Transition clinic                                                                                                                                                                         Control setting
  --------------------------- ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- -----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Semistructured interviews   5 interviews: paediatric IBD nurse specialist\                                                                                                                                            3 interviews: paediatric gastroenterologist (n=1), adult care nurse (n=1) and adult gastroenterologist (n=1).
                              (n=1), paediatric gastroenterologists (n=2), adult gastroenterologist (n=1) and one family counsellor working in paediatric care (n=1).                                                   

  Observations                3×4 hours of clinical consultations before transfer.                                                                                                                                      2×4 hours of clinical consultations before transfer.

  Chart reviews               n=56 (young people with IBD), of which 25 transferred to an adult department in another hospital. Number of charts per measurement moment were: T1, n=55; T2, n=56; T3, n=30; T4, n=30.   n=54 (young people with IBD), of which 30 transferred to an adult department in another hospital. Number of charts per measurement moment were: T1, n=44; T2, n=54; T3, n=24; T4, n=23.

  Surveys                     n=21 responded (37.5%); n=14 (25.0%) filled out the survey.                                                                                                                               n=25 responded (46.3%); n=19 (35.2%) filled out the survey.
  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

IBD, inflammatory bowel disease.

###### 

Characteristics of the study samples of young people with IBD

  --------------------------------------------------------------------------------------------------------------------------------------------
                                       Transition clinic\                            Control setting\                              P value\*
                                       (n=56 before transfer; n=30 after transfer)   (n=54 before transfer; n=24 after transfer)   
  ------------------------------------ --------------------------------------------- --------------------------------------------- -----------
  Gender (male)                        31 (55.4%)                                    30 (55.6%)                                    0.983

  Age at the time of survey (years)    20.89 (±0.908)                                21.02 (±0.961)                                0.482

  Diagnosis                                                                                                                         

   Crohn's disease                     29 (51.8%)                                    24 (44.4%)                                    0.701

   Ulcerative colitis                  24 (42.8%)                                    23 (42.6%)                                     

   IBD unclassified                    3 (5.4%)                                      6 (11.1%)                                      

   Ulcerative proctitis                --                                            1 (1.9)                                        

  Timing of diagnosis                                                                                                               

   Within 2 years before transfer      2 (3.6%)                                      11 (20.4%)                                    0.006

   More than 2 years before transfer   54 (96.4%)                                    43 (79.6%)                                     

  Age at transfer (years)              17.46 (±0.503)                                17.26 (±0.589)                                0.052
  --------------------------------------------------------------------------------------------------------------------------------------------

\*Independent samples t-test or Pearson χ^2^ test.

IBD, inflammatory bowel disease.

Service structures and daily routines {#s3-2}
-------------------------------------

Joint delivery of outpatient care between paediatric and adult professionals was the main difference between the TC setting and the direct handover transfer setting (control setting). The TC was organised in an adult care setting; the multidisciplinary team consisted of two paediatric gastroenterologists, one adult gastroenterologist, one paediatric nurse specialist and one family counsellor working in paediatric care. In the direct handover care setting, only one paediatric gastroenterologist was involved in care before transfer. At the TC, young people aged 16 to 18 years were seen. They visited every 3 months before actual transfer to adult care. Three out of the four consultations per year were held with paediatric care professionals; the other consultation was with the adult care professional. Although this TC did not provide joint consultations, there was intensive collaboration and alignment between paediatric and adult providers (joint care). Prior to each TC, the paediatric and adult team together discussed the patients.

In both settings, during consultations attention was given to the medical aspects of IBD, such as dealing with the treatment and with treatment side effects. Young people's own ideas and responsibilities were also discussed in both settings, as well as the upcoming transfer. However, at the TC, more attention was given to non-medical topics, such as leisure, sports, independent living, work, family situation and psychological counselling, as well as differences between the paediatric and adult healthcare setting. [Table 4](#T4){ref-type="table"} provides a summary of the differences in service structures, daily routines and content of consultations between the TC and control setting.

###### 

Differences in service structures and daily routines between the two settings

  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Characteristics of care                             TC setting                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                             Control setting (direct handover care)
  --------------------------------------------------- ------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------ ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Setting                                             Adult gastroenterology department                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                      Paediatric gastroenterology department

  Team of professionals                               Paediatric IBD nurse specialist (n=1), paediatric gastroenterologists (n=2), adult gastroenterologist (n=1) and one family counsellor working in paediatric care (n=1)                                                                                                                                                                                                                                                                                                                                                                                 Paediatric gastroenterologist (n=1)

  Visitors                                            Young people with IBD aged 16--18 years with or without their parents                                                                                                                                                                                                                                                                                                                                                                                                                                                                                  Young people with IBD with or without their parents until age of 18

  Visits TC                                           Every 3 months                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                         --

  Follow-up after transfer within the same hospital   By an adult gastroenterologist, but not necessarily the one involved at the TC                                                                                                                                                                                                                                                                                                                                                                                                                                                                         By an adult gastroenterologist or IBD nurse

  Structure of care before transfer                   Each clinic starts with 1-hour multidisciplinary team meeting of professionals, usually lead by the paediatric nurse specialistConsultation with paediatric gastroenterologist or paediatric nurseConsultation with adult gastroenterologist for selected young people who will soon transfer to adult care; all young people treated at the TC will see the adult care gastroenterologist at least once before actual transfer to adult care, and preferable once every year                                                                          No multidisciplinary team or nurse involvedMeasurements of weight and length by a medical assistantConsultation with paediatric gastroenterologist

  Topics discussed (content of care)                  [During team meeting]{.ul}: medical history and status, treatment and lifestyle of patients (eg, smoking behaviour); when paediatric nurse is in the lead extra topics are discussed: psychosocial topics (social participation, family situation, psychological counselling), treatment adherence, transfer to adult care (to which department/hospital)\                                                                                                                                                                                             [During consultation of paediatric gastroenterologist with young person]{.ul}: physical examination by healthcare professional, how is it going with the condition, do you have complaints or symptoms you want to discuss, how is it going with taking your medication (how will you do this during holidays), how are things going at school, school absenteeism, further treatment (endoscopy and important of own voice in healthcare from 16 years and older, including transfer)
                                                      [During consultation of paediatric healthcare professional with young person (with or without parents]{.ul}): how is your IBD, do you have complaints or symptoms you want to discuss, which medication do you use (directed to patient), how is this going, what are side effects, how is your eating behaviour, smoking behaviour, limitations in daily living (sports, hobby's, leisure, school, holidays), future plans, medication adherence, transfer to adult care, explaining TC, importance of becoming independent and own responsibility\   
                                                      [During consultation of adult gastroenterologist with young person (and/or parents]{.ul}): how is it going with the condition, do you have complaints or symptoms you want to discuss, which medication do you use (directed to patient), how is this going, what are side effects, importance of own responsibility (when taking medication), further treatment, explanation about TC, differences between paediatric and adult care, choice of department young person will be transferred to, activities of young person (school, work, living)     
  ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------

IBD, inflammatory bowel disease; TC, transition clinic.

Interview results {#s3-3}
-----------------

### Facilitators {#s3-3-1}

The most important facilitators for the functioning of the TC are related to the healthcare team involved in transitional care. High engagement and motivation of healthcare professionals from both paediatric and adult care is essential according to all respondents at the TC. Paediatric and adult professionals should be willing to work together and perceive transitional care (and thus the TC) as important. The paediatric nurse explained: "What I noticed is that it is essential to have people who are enthusiastic, who think this is really important". The adult gastroenterologist seemed to agree: "You just need people who are enthusiastic and who can work together. We are doing this together"*.* Another facilitator was the fact that the case load of patients seen at the TC was large enough for clinics to be structurally scheduled over the year.

Barriers {#s3-4}
--------

Barriers for the organisation of a TC were: (1) lack of service structure and alignment in content of care between paediatric and adult care, and little attention given to transition-specific topics; (2) time restrictions and planning difficulties; (3) limited involvement of professionals from adult care; (4) lack of financial coverage of the provided joint care. Professionals from both paediatric and adult care mentioned that they did not really coordinate who would discuss which topic with the young person (and his/her parents). Coordination could provide more structure in discussing important topics and preparing young persons for transition, but they feel that time is too short. The paediatric gastroenterologist explained: "So many things have to be done in so little time that often you don't find the time to address all important topics. \[...\] We need to bring more structure into the content discussed, because it can be valuable to discuss certain topics repeatedly". The adult gastroenterologist also explained: "Being involved in transitional care takes time, and that is always the big problem. We do not have time". In the control setting, time restrictions were an important reason for not organising a TC and the TC time restrictions were also the reason that only one dedicated adult gastroenterologist was involved at the TC: the young people did not get to know the other adult providers before transfer. Another important barrier was related to financial coverage. The adult gastroenterologist clarified: "The only reason \[the TC\] is organised is because both the paediatric gastroenterologist and I want to do this. We think this is important, but I think others don't find it as important as we do. No time and extra money are reserved for the TC. Although we provide joint care, my department doesn't get paid for this. I'm doing a lot of voluntary work and have done so for years now. Now I don't care, but my department doesn't get paid. That means that there is no incentive to do this". Financial support was also an issue according to the paediatric care professionals. A paediatric gastroenterologist explained: "The transition clinic is not financially supported by the hospital. All the extra work we do, is voluntary". Lack of reimbursement was also mentioned in the control setting as an important reason for not having a TC.

Perceived benefits {#s3-5}
------------------

Professionals stated that creating patient awareness about the transition process, making patients feel more prepared for treatment in an adult department and making them feel more confident about the transfer and self-management were the most important assets of a TC for young people. Parents could benefit from increased awareness about transition and feeling supported to help their children to become more independent. Professionals themselves benefitted because the TC encouraged them to work and learn together. By aligning treatment protocols across paediatric and adult care departments, quality of care was enhanced. Professionals thought the young people would feel safer because of this collaboration. A paediatric gastroenterologist added: "We also want the transition to go smoothly. We do not want our patients to get sicker after transfer. We want things to go well and want them to feel confident and safe".

Differences in healthcare use {#s3-6}
-----------------------------

The young people who received care at the TC on average had significantly more planned consultations in the year before transfer than those in direct handover care ([table 5](#T5){ref-type="table"}). As for missed consultations, those who received care at the TC had significantly fewer missed consultations in the second year after transfer. Over the whole period, young people treated at the TC had significantly fewer planned and unplanned hospital admissions related to IBD. For young people at the TC, the department and hospital they had been transferred to was more often recorded in the patient chart compared with those in direct handover care.

###### 

Clinical and healthcare use outcomes of young people with IBD

  Chart review results                                                   TC               Control setting   Effect size\*   P value†
  ---------------------------------------------------------------------- ---------------- ----------------- --------------- ----------
  No of charts reviewed‡                                                                                                    
   T1                                                                    n=55             n=44                              
   T2                                                                    n=56             n=54                              
   T3                                                                    n=30             n=24                              
   T4                                                                    n=30             n=23                              
  Active disease during transfer (yes)§                                  5 (9.1%)         18 (34.0%)        --              0.002
  Relapse in year before transfer (T2) (yes)§                            13 (23.6%)       27 (50.9%)        --              0.003
  Relapse in year after transfer (T3) (yes)¶                             2 (6.9%)         6 (25.0%)         --              0.067
  Use of aminosalicylates (yes)                                                                                             
   T1                                                                    22 (40.0%)       17 (40.5%)        --              0.962
   T2                                                                    23 (41.1%)       21 (38.9%)        --              0.815
   T3                                                                    8 (26.7%)        5 (20.8%)         --              0.618
   T4                                                                    9 (30.0%)        5 (21.7%)         --              0.499
  Use of corticosteroids (yes)                                                                                              
   T1                                                                    17 (30.9%)       9 (21.4%)         --              0.296
   T2                                                                    15 (26.8%)       14 (25.9%)        --              0.919
   T3                                                                    9 (30.0%)        4 (16.7%)         --              0.255
   T4                                                                    10 (33.3%)       1 (4.3%)          --              0.010
  Use of immunomodulators (yes)                                                                                             
   T1                                                                    40 (72.7%)       22 (52.4%)        --              0.039
   T2                                                                    43 (76.8%)       31 (57.4%)        --              0.030
   T3                                                                    23 (76.7%)       13 (54.2%)        --              0.081
   T4                                                                    25 (83.3%)       11 (47.8%)        --              0.006
  Use of biologics/biosimilars (yes)                                                                                        
   T1                                                                    4 (7.3%)         12 (28.6%)        --              0.005
   T2                                                                    5 (8.9%)         20 (37.0%)        --              0.000
   T3                                                                    2 (6.7%)         12 (50.0%)        --              0.000
   T4                                                                    3 (10.0%)        11 (47.8%)        --              0.002
  No of planned consultations per year                                                                                      
   T1                                                                    3.33 (±1.75)     3.34 (±2.07)      −0.01           0.972
   T2                                                                    4.71 (±2.08)     3.74 (±2.03)      0.47            0.015
   T3                                                                    2.43 (±1.14)     2.71 (±1.12)      −0.25           0.378
   T4                                                                    2.23 (±1.50)     1.96 (±1.26)      0.18            0.480
  No of missed consultations per year                                                                                       
   T1                                                                    0.07 (±0.262)    0.07 (±0.334)     0               0.940
   T2                                                                    0.20 (±0.519)    0.17 (±0.466)     0.06            0.753
   T3                                                                    0.03 (±0.183)    0.13 (±0.338)     −0.30           0.208
   T4                                                                    0.07 (±0.254)    0.35 (±0.647)     −0.43           0.034
  No of unplanned hospital admissions per year                                                                              
   T1                                                                    0.30 (±0.836)    0.43 (±0.846)     −0.15           0.472
   T2                                                                    0.21 (±0.624)    0.41 (±0.858)     −0.32           0.179
   T3                                                                    0                0.29 (±0.859)     −0.33           0.068
   T4                                                                    0.17 (±0.461)    0                 0.37            0.090
  No of emergency department visits per year                                                                                
   T1                                                                     0.24 (±0.838)   0.02 (±0.151)     0.26            0.099
   T2                                                                    0.14 (±0.483)    0.02 (±0.136)     0.25            0.071
   T3                                                                    0.03 (±0.183)    0.25 (±0.847)     0.26            0.178
   T4                                                                     0               0                 --              --
  Department to which young person transferred is recorded/known (yes)   55 (98.2%)       48 (88.9%)        --              0.045

\*Cohen's d (based on largest SD).

†Independent samples t-test or Pearson χ^2^ test.

‡Second year before transfer=T1, year before transfer=T2, year after transfer=T3, second year after transfer=T4.

§Control setting n=53, TC setting n=55.

¶TC setting n=29.

IBD, inflammatory bowel disease; TC, transition clinic.

Differences in clinical measures {#s3-7}
--------------------------------

Significantly more young people in direct handover care had clinically active disease during transfer compared with those seen at the TC ([table 5](#T5){ref-type="table"}). The young people in direct handover care also more often experienced a relapse in the year before transfer. Also, the use of medications differed significantly between both groups. In the direct handover group, more young people used biologics compared with the TC group. This difference was found at all data collection points.

Transition experiences and satisfaction with transfer {#s3-8}
-----------------------------------------------------

Regarding transition experiences, young people treated at the TC were more positive on whether their adult healthcare providers were familiar with their personal situation and whether they had met their adult healthcare provider(s) before transfer ([table 6](#T6){ref-type="table"}). Overall, the young people treated at the TC tended to report higher scores for transition experiences compared with those treated in direct handover care. This difference was not statistically significant, but the effect size was medium. The same was the case for reported satisfaction with the transfer.

###### 

Self-reported healthcare-related and self-management outcomes of young people with IBD

  ---------------------------------------------------------------------------------------------------------------
                                        TC (n=14)        Direct handover care (n=19)   Effect size\*   P value†
  ------------------------------------- ---------------- ----------------------------- --------------- ----------
  Healthcare related                                                                                   

   Transfer experiences\                67.79 (±12.86)   62.95 (±8.44)                 0.38            0.201
   (theoretical range: 18--90)                                                                         

   Satisfaction with transition\        7.43 (±1.34)     6.89 (±1.20)                  0.40            0.238
   (theoretical range: 1--10)                                                                          

   Patient centredness\                 16.64 (±3.46)    16.26 (±3.31)                 0.11            0.751
   (theoretical range: 5--20)                                                                          

  Self-management                                                                                      

   Self-management\                     81.64 (±10.26)   78.79 (±10.81)                0.26            0.450
   (theoretical range: 0--96)                                                                          

   Independence during consultations\   8.43 (±1.60)     8.53 (±1.02)                  −0.06           0.832
   (theoretical range: 1--10)                                                                          

   Self-efficacy\                       55.93 (±6.92)    54.37 (±8.13)                 0.19            0.567
   (theoretical range: 16--64)                                                                         

   Adherence to treatment‡\             22.33 (±3.45)    21.18 (±3.54)                 0.32            0.389
   (theoretical range: 5--25)                                                                          

   Health-related quality of life§\     78.34 (±23.87)   77.67 (±15.43)                0.03            0.923
   (theoretical range: 0--100)                                                                         
  ---------------------------------------------------------------------------------------------------------------

\*Cohen's d (based on largest SD).

†Independent samples t-test.

‡TC group: n=12; direct handover care group: n=17.

§Direct handover care group: n=18.

IBD, inflammatory bowel disease; TC, transition clinic.

Healthcare-related and self-management-related outcomes (at the time of survey) {#s3-9}
-------------------------------------------------------------------------------

The perceived patient-centredness score was slightly higher at the TC, as was the case for self-efficacy, adherence to treatment, self-management and health-related quality of life ([table 6](#T6){ref-type="table"}). On the other hand, young people in the direct handover care setting reported a slightly higher score on independence during consultations. However, none of the differences in healthcare-related and self-management-related outcomes was statistically significant and effect sizes were small.

Discussion {#s4}
==========

Unlike to the direct handover care setting, the evaluated outpatient TC for young people with IBD conducted multidisciplinary team meetings of professionals of both paediatric and adult care, as well as consultations between young people and adult care professionals before transfer. Interestingly, we found positive trends in young people's satisfaction and experiences with the transfer when treated at the TC, suggesting that the TC may foster the quality of transitional care. However, the differences found were not statistically significant (likely due to the low response rates in the survey study). Also, literature suggests that young people prefer professionals of both paediatric and adult care be present at the same time in consultations (joint consultations).[@R25] The evaluated TC provided separate consultations, however, and providing joint consultations may possibly elicit more positive experiences.

In the recent topical review by the Paediatric Committee of the European Crohn's and Colitis Organisation (P-ECCO), the importance was emphasised of empowering young people by nurturing their knowledge and skills to manage IBD.[@R3] Participation in a transition programme should enable this and specific interventions are useful to do so.[@R3] Examples of interventions are seeing young people alone, without parents, during consultations or preparing an individual transition plan.[@R28] However, the TC we evaluated did not provide structural interventions or transition plans such as Ready Steady Go.[@R29] In both settings, there was no policy for split consultations and young people were not routinely seen on their own. Professionals recognised the need for more structure in content of the process and more attention for transition-specific topics. Mere awareness of the importance of transition among healthcare providers is not enough to foster young people's skills.[@R30] This could help explain why no significant differences were found in self-management-related experiences between young people treated at the TC and those treated at the control setting, although another study on a TC for young people with IBD did find significant positive effects on self-efficacy.[@R31] Still, the low response rate and possible recall bias of young people who transferred over 2 years ago could also be held responsible for this.

Young people treated at the TC had fewer missed consultations after transfer than those treated at the control setting. This finding is in line with current literature where strong evidence is found for the enhancement of clinic attendance[@R1] and this topic is also mentioned in the practice points of the topical review of P-ECCO.[@R3] A positive effect of TCs on the continuity and safety of gastroenterology care has been reported previously.[@R32] Another study of outcomes in adolescents with IBD following transfer also found fewer missed consultations in the group that received transitional care.[@R33] In our study, young people treated at the direct handover setting more often had a relapse in the year before transfer and were more often transferred while dealing with clinically active disease. At the TC, specific attention was given to disease activity, since it is known that having active disease at transfer can negatively influence the transition process.[@R34] The professionals preferred to postpone the transfer until the disease was in clinical remission. This flexibility of timing of transfer is recommended for direct handover IBD care too.

Important barriers for the organisation of a TC were time restrictions and planning difficulties, lack of financial coverage and a lack of awareness of the importance of transitional care among adult care providers. In the literature, these issues are also described as barriers to successful transition for young people.[@R11] This finding highlights the need to embed transitional care in healthcare policy, so that time and resources can be made available to provide good transitional care. Recent and current development of guidelines and consensus statements suggest that this awareness is growing in the field. However, the next question is how awareness may be translated to actual healthcare policy measures and how these recommendations can be implemented in daily healthcare practice.

Conclusion {#s5}
==========

This evaluation of a TC demonstrated that young people with IBD who had been treated at a TC had fewer missed consultations after transfer than those treated in direct handover care. They were less likely to have active disease during transfer, less often experienced a relapse in the year before transfer and showed a positive trend for experiences and satisfaction with transfer. Still, no significant differences were found in self-management-related experiences of young people with IBD treated at the TC compared with those in the control setting, suggesting there is room for improvement in the TC model. This was also suggested by the qualitative results of the study; that is, healthcare providers mentioned several organisational and financial challenges that may have influenced the outcomes. Although there are developments in guidelines and consensus statements about the organisation and content of transitional care, the next step is to implement these recommendations in healthcare policy and daily practice.
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